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Abstract

EXPERIENCES OF AFRICAN AMERICAN MOTHERS
FOLLOWING INFANT DEATH

Katina Williams Jones
Dissertation Chair: Barbara K. Haas, Ph.D.
The University of Texas at Tyler
May 2018

African American women have been disproportionately affected by unfavorable birth
outcomes for decades. Infant mortality rates for non-Hispanic African American women have
been almost twice as high as that of Caucasian women for years. The goal of this study was to:
(1) understand African American mothers’ experiences with infant death and (2) discover how
African American mothers manage their grief following the loss of an infant. A review of the
literature revealed African American women experience infant loss at a rate of 13.31 deaths per
1,000 live births compared to 5.63 for Caucasian women and 4.75-9.22 for other racial and
ethnic groups. Studies indicate behavioral and psychosocial risk factors contribute to the
difference in IMR, but little research has been done to understand African American women’s
experiences after the loss of an infant and how they subsequently cope. In order to gain greater
cultural understanding and to provide care sensitive to the mothers’ needs, a qualitative study
using interpretive phenomenology was conducted to explore the lived experiences of African
American women who had an infant die and determine how they coped with their loss. Seven
African American women were interviewed at a location of their choice. Data analysis was done
using qualitative thematic analysis. The six themes identified related to the experiences of these
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women included: shattered dreams, questioning God, dissociation, paralyzing fear, left in the
dark and, uniqueness of grieving. Additional findings from the study revealed three themes that
related to their coping: authentic presence, spiritual empowerment, and disconnectedness.

xiii

Chapter One
Overview of the Program of Research

As an African American Registered Nurse who has provided care for pediatric patients
for 20 years, the principal investigator has observed health disparities within the African
American community that have raised concerns and questions from both a professional
perspective and as an affected member of the community. Although multiple health disparities
have been noted among African Americans, the increased incidence of infant mortality in this
community has been a critical concern for the principal investigator. More African American
children are born prematurely when compared to other races. As a consequence, these children
continue to struggle with and succumb to the effects of being born early. African American
women experience the loss of infants more than any other race or ethnicity; however, little is
known about their experiences following this traumatic event or how they subsequently cope.
Understanding these women's experiences and how they deal with such loss was the
motivation for this study. Infant mortality is a public concern for the United States, especially
among African Americans. African American women have been disproportionately affected by
unfavorable birth outcomes for decades. These women experience infant loss at a rate of 13.31
deaths per 1,000 live births compared to 5.63 for Caucasian women and 4.75-9.22 for other races
and ethnic groups (Fenstermacher, 2014). The United States has a higher infant mortality rate
(IMR) than most developed countries and the rate among African American infants is 2.4 times
higher than the rate of Caucasian infants, primarily due to preterm birth (March of Dimes, 2012).

1

Pregnancy complications affect all women, but research indicates IMR as one of the
largest health disparities among races and ethnicities (Centers for Disease Control, 2011).
African American mothers experience grief associated with the loss of an infant more often than
other races due to the significantly higher mortality rates during pregnancy and infancy. Infant
loss can cause complicated grief that can affect psychological and physical well-being. Since few
studies exist on bereaved African American women who have lost infants, the researcher sought
to explore the lived experiences of these women and how they cope with their loss.
Introduction of Articles
This program of research began with an exploration of the existing literature related to
infant prematurity and mortality through the lens of the Health Belief Model. The Health Belief
Model’s main components consist of perceived susceptibility, perceived severity, perceived
benefits and costs, motivation, and enabling or modifying factors (Becker, 1978). The review of
literature focused on African American women’s perceived susceptibility of physical or
psychological impact after infant loss.
Although African American women suffer from infant loss more than other races, little is
known about their experiences following this traumatic event due to their limited participation in
formal treatment or research studies. The loss of an infant can cause maternal grief that has a
negative impact physically and psychologically. The likelihood that an individual will execute or
be psychologically ready to take action through preventive health behaviors is positively related
to the perceived level of threat of a health problem and the perceived effectiveness of the
perceived costs and barriers associated with the behavior (Simpson, 2012).
The first manuscript in this portfolio, titled: "Susceptibility: A Concept Analysis," focuses
on providing an operational definition of susceptibility in a methodological analysis of the
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concept and is reported in Chapter Two. Exploring African Americans’ perception of
susceptibility to psychological and physical impairment will assist in gaining insight into the
dynamics of seeking or not seeking formal treatment. Using methods described by Walker and
Avant (2011), the principal investigator redefines and validates the attributes of susceptibility in
respect to theoretical and practical application in nursing.
Subsequent review of the literature related to infant mortality emphasized the extent to
which disparity exists between African American IMR and that of other races. The Centers for
Disease Control and Prevention (CDC) and the National Center for Health Statistics (NCHS)
have highlighted the infant mortality rate (IMR) inequality between African Americans and
Caucasian women. Many studies have documented racial disparities with IMR indicating
behavioral and psychosocial risk factors contribute to the difference in rates. In reviewing the
literature on African American infant mortality, the absence of the mothers’ experiences after
infant loss and insufficient analysis of their subsequent coping were identified as major gaps.
In view of the fact that African American women who have experienced infant loss are
an underrepresented group, the next step in this program was a qualitative study examining their
experiences. Prior to beginning the study, Institutional Review Board (IRB) approval was
obtained from The University of Texas at Tyler (Appendix A). Flyers (Appendix B) were
approved to recruit participants. All participants signed an informed consent (Appendix C). After
consent was obtained, the participants completed a Demographic Questionnaire (Appendix D).
Interviews were conducted with the use of an interview guide (Appendix E). Findings of this
study are reported in Chapter Three in the manuscript titled, “Experiences of African American
Mothers Following Infant Deaths.”
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Chapter Four, the final chapter in this portfolio, is a summary of the work to date in this
program of research focused on the experiences of African American women following infant
death. Recommendations for practice are provided. Suggestions for the next steps in this research
trajectory are also included.
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Chapter Two
Susceptibility: A Concept Analysis
Abstract
This paper describes, explains and explores the concept of susceptibility. The perception of
susceptibility influences a person’s actions regarding healthcare. An understanding of the
concept of susceptibility is proposed to assist in reducing health disparities in the African
American community. Concept analysis was conducted as developed by Walker and Avant. Data
were derived from dictionaries and literature searches in the CINAHL and MEDLINE databases.
The inclusive years for the search were 2000-2016 which resulted twelve articles. Susceptibility
has four defining attributes: openness, sensitivity, tendency, and at risk. Antecedents of
susceptibility include predisposition of an incident or event when accessibility and likelihood are
present. Consequences of susceptibility include poor health outcomes, decreased quality of life,
and increased disparity. Susceptibility was explored and found to be vital in combating health
disparities among African Americans. By understanding susceptibility and how an individual’s
perception of susceptibility affect health care choices, researchers can contribute in the treatment
of illnesses or diseases and improve health outcomes.
Key words: Concept Analysis, Susceptibility, Vulnerability, Sensitivity, At Risk, Health
Beliefs
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Susceptibility: A Concept Analysis
Although African American women suffer from infant loss more than other races, they
are less likely to seek formal treatment for their grief. The maternal grief that follows loss of an
infant can negatively impact health both physically and psychologically. The likelihood that an
individual will execute preventative health behaviors or be psychologically ready to do so, may
be related to their perceived susceptibility to a health problem.
Understanding of the term susceptibility is vital in the determination and treatment of
health disparities among African Americans. Exploring African Americans’ perceptions of
susceptibility to psychological and physical impairment will assist in gaining insight into the
dynamics of seeking or not seeking appropriate health care. This insight will assist in the
development of solutions to improve health outcomes in African Americans. The Health Belief
Model is a theoretical framework used to help gain understanding of the dynamics of receiving
adequate care and is used to explain and predict health behaviors. The Health Belief Model’s
main components consist of perceived susceptibility, perceived severity, perceived benefits and
costs, motivation, and enabling or modifying factors (Becker, 1978). The focus of this concept
analysis is perceived susceptibility.
Delineation of the Concept
The Health Belief Model was developed to study the components of health behavior and
to explain why some persons do and others do not take action to detect and treat illness. The
developers of the model attempted to explain and predict behaviors by focusing on the attitudes
and beliefs of individuals. The model claims that health-seeking behavior is determined by the
person’s perception of danger created by a health problem and the value associated with
diminishing the threat (Becker, 1978). The Health Belief Model is a psychosocial formulation
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developed to explain health-related behavior at the level of individual decision-making. The
likelihood that an individual will execute or be psychologically ready to take action on
preventive health behavior is positively related to the perceived level of threat of a health
problem and the perceived effectiveness of the perceived costs and barriers associated with the
behavior (Simpson, 2012). Perceived susceptibility is the person’s perception that a health
problem is pertinent or that the diagnosis is correct. There must be the belief that susceptibility to
the disease exists. Action will not occur unless the person believes the severity of the problem is
elevated enough to cause serious consequences. Individuals vary with respect to believed
susceptibility (Becker, 1978).
Associated Expressions
Literature for review was obtained from the following bibliographic and online
databases: Cumulative Index to Nursing and Allied Health Literature (CINHAL), Medline, and
Health Source: Nursing/Academic Edition. The classic definitions were obtained from the
compact edition of the Online Oxford Dictionary (2010), Merriam-Webster Online Dictionary
(2018) and The American Heritage Dictionary (2018). Roget’s 21st Century Thesaurus (2005)
was used as a reference to decipher synonymies of significant terms.
A concept is a general idea derived or inferred from specific instances or occurrences and
something formed in the mind; a thought or notion. Less measurable abstract sub-concepts are
developed into more complex mental formulations in order to derive concepts (Steele, 2003).
Concepts facilitate observation and understanding of the properties that compose a phenomenon
and give direct and indirect meaning to the phenomenon (Purdy, 2004). Abstractions of
particular aspects of human behavior and characteristic are referred to as concepts or, in
qualitative studies, phenomena. A concept refers to an abstraction or mental representation
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inferred from situation or behaviors (Polit & Beck, 2017). Conceptual meanings are often
interchanged and used synonymously. Susceptibility has some of the characteristics of “at risk”
and susceptibility and severity combined form the concept “perceived threat” (Steele, 2003).
The American Heritage Dictionary (2018) defines susceptibility as “the quality or
condition of being susceptible”. It is originated from the term “susceptible” which is derived
from the LLat (Late Latin) susceptibilis, and Lat (Latin) susceptus, which means to receive. The
American Heritage Dictionary (2018) offered the following definitions for the term susceptible:
“easily influenced or affected,” “likely to be affected,” “especially sensitive; highly
impressionable,” “permitting an action to be performed; capable of undergoing.” MerriamWebster (2018) defines susceptibility as “the state of being easily affected, influenced, or
harmed by something.” A working definition of susceptibility suggested by an earlier concept
analysis is “an individual’s feeling or perceptions of being harmed whether actual or anticipated,
for which one has control over the behavior” (Steele, 2003, p.7).
Deconstruction of Susceptibility
Defining attributes.
Determining the defining attributes is the focal point of the concept analysis (Walker &
Avant, 2011). Based on the definitions provided for susceptibility, the following attributes are
identified: openness, sensitivity, tendency, and at risk. The explanations of these defining
attributes for the purpose of this conceptual analysis are defined as: openness-being unprotected
and accessible; sensitivity-being responsive to external conditions or stimulation; tendencypredisposition to an event or situation, and at risk-possibility of suffering harm or loss.
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Interdisciplinary variations.
There is an abundance of health-related literature in which the term susceptibility has
been employed (Allicock, Graves, Gray, & Troester, 2013; Long, Thomas, Grubs, Gettig, &
Krishnamurti, 2011; Purnell et al., 2010; Shanks, 2009; & Steele, 2003). Its use has been
associated with a group of individuals’ perceptions of susceptibility to numerous illnesses and
diseases ranging from breast cancer to human immunodeficiency virus (HIV). The Health Belief
Model has been utilized extensively to research susceptibility in the context of factors associated
with performance of health behaviors (Davis, Buchanan, & Green, 2013; James et al., 2012;
Mattox, 2011; Shanks, 2009; & Steele, 2003). Individual perception and beliefs are the key
elements of this model and influence whether or not health actions are initiated to avoid or
prevent illness and disease (Shanks, 2009).
When evaluating the Health Belief Model, researchers often investigate perceived
susceptibility. Research indicates when the belief of susceptibility is present, individuals are
more compliant and receptive to care and interventions; when the belief of susceptibility is not
present, compliance and receptiveness are lower. Ravert and Zimet (2009) initiated research to
examine behavioral history, beliefs, and vaccine characteristics as predictors of HIV vaccine
acceptability. The results indicated that vaccine acceptability was predicted by lifetime sexual
partners, high perceived HIV susceptibility, low danger invulnerability, and high psychosocial
invulnerability. Ravert and Zimet (2009) concluded that HIV vaccine acceptability was predicted
by behavioral risk and perceived HIV susceptibility as well as general feelings of invulnerability
to physical and psychological harm. In 2003, Steele hypothesized that a woman’s perceived
susceptibility to breast cancer determined whether or not she would obtain a screening
mammogram. The findings indicated that the study population of women in rural southeastern
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Louisiana did not perceive breast cancer as a potential harm, nor did they believe the decision to
have a screening mammogram was one of personal control, and therefore did not obtain
screening mammograms.
Susceptibility has also been studied in the agricultural and social engineering fields.
Social scientists are developing research to provide a wider perspective for flood damage
evaluation in regard to susceptibility. With this research, social and socio-economic aspects of
flood-related vulnerabilities are evaluated. One of the research objectives of European social
scientists is to advance the development of functional vulnerability relationships between
expected damage and indicators of socio-economic susceptibility in a wider sense, focusing
especially on risk perception, preparedness and coping indicators (Messner & Meyer, 2005).
Susceptibility indicators are used to determine how sensitively an element or item at risk
responds when confronted by some type of hazard. Researchers found that susceptibility
indicators include the social relationship of flood damage formation, focusing on awareness and
preparedness of affected people regarding the risk in their lives (before the flood), their
capability to cope with the hazard (during a flood), and their ability to withstand its
consequences and to recover (after the flood event) (Messner & Meyer, 2005).
Sociocultural nuances.
African Americans have significant health disparities, but barriers prevent them from
seeking the health care they desperately need. African Americans often do not pursue health care
due to health care professionals’ lack of cultural awareness and effective communication
(Coleman, 2009). Although it is known that African Americans suffer from health disparities
more than other races, distrust of the information and recommendations from health care
professionals affects African Americans’ personal perception to disease and illness (Benkert,
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Peters, Tate, & Dinardo, 2008; Coleman, 2009). In a study researching cultural meanings related
to infant mortality and health care, Coleman (2009) concluded that African American parents
may not perceive health teaching as personally relevant or valuable when there is increased risk
for distrust. Lack of trust in the health care provider also deters African Americans from seeking
health care. Establishing trust is essential in the interpersonal processes that shape the patientprovider relationship. A patient’s level of trust in a health care provider determines the degree to
which the patient is willing to seek care, the level of satisfaction with care, adherence to
treatment regimens, and willingness to return for follow-up care (Benkert, Peters, Tate, &
Dinardo, 2008).
Minorities describe experiences of racism and discrimination, stressful interactions with
staff, unmet information needs, and inconsistent social support when seeking treatment in
healthcare settings (Blachard & Laurie, 2004; Burgess, Ding, Hargreaves, van Ryn, & Phelan,
2008; McLemore et al., 2018). In 2017, Beach, Branyon and Saha conducted a qualitative
research study to determine what it meant to be treated with respect in healthcare settings from
the perspective of African American, Latino and white patients. These researchers identified two
primary definitions of respect described by all three racial/ethnic groups: being treated like a
person and being treated as an equal. The African American participants reported feeling
disrespected by health care professionals’ dismissal of what they would say and lack of trust
regarding knowledge of him/herself. Study participants who perceived being treated unjustly
reported being less likely to follow medical advice (Blanchard & Laurie, 2004).
African Americans have been subjected to physicians who believe they are less
intelligent, more likely to engage in risky behavior, and less likely to comply with medical
regimens than white patients. Findings of qualitative studies indicate past experiences and
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multigenerational stories of unfair practices during healthcare encounters have caused a lack of
trust in providers (Benkert, Peters, Tate, & Dinardo, 2008). Many African Americans, especially
in the South, have not forgotten Tuskegee, where African American men with syphilis went
untreated in order to research the effects of the disease (Steele, 2003). Cultural mistrust is the
term used to describe the provider-patient relationship between African Americans and health
care providers. Cultural mistrust is defined as a propensity to not trust white people based upon a
tradition of racism and unfair treatment by white people (Benkert, Peters, Tate, & Dinardo,
2008).
Antecedents and consequences.
Antecedents are the situations or events that must occur prior to the occurrence of the
concept (Walker & Avant, 2011). A common term noted to describe susceptibility is “being
likely.” The American Heritage Dictionary (2018) listed the following definitions for the term
susceptible: “easily influenced or affected,” “likely to be affected,” “especially sensitive; highly
impressionable,” “permitting an action to be performed; capable of undergoing.” The American
Heritage Dictionary (2018) defines likely as “possessing or displaying the qualities or
characteristics that make something probable.” Prior to being susceptible there must be the
predisposition of being affected by an incident or event when accessibility and likelihood are
present.
Consequences are those events or incidents that occur as a result of the occurrence of the
concept (Walker & Avant, 2011). Consequences of susceptibility as described in the literature
are predominantly negative. When susceptibility is not perceived or believed, the consequences
can be detrimental. When one is susceptible, poor health outcomes, decreased quality of life, and
increased disparity can follow (Becker, 1978). In the literature, lack of the perception of
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susceptibility often ended with a person being affected by some type of illness (Davis, Buchanan,
& Green, 2013; James et al., 2012; Mattox, 2011; Shanks, 2009; Simpson, 2012; & Steele,
2003). Vulnerability, which is synonymous for susceptibility, is often recognized as resulting in
financial, physical, military, and/or mental injuries or losses (Purdy, 2004). Although most
consequences of susceptibility are negative, there are instances when consequences can be
positive. For example, if a person is susceptible to learning, they are receptive to new ideas and
thoughts. Persons susceptible to innovative ideas do not remain within the confinements of the
ordinary, but instead allow consideration of new possibilities.
Historical evolution.
Evidence of the historical evolution of the concept susceptibility could not be determined
but the etymology of the term “susceptible” was established. The term susceptible is defined as
"open, subject, or unresistant to some stimulus, influence, or agency," “easily influenced or
affected,” and “likely to be affected” (Merriam-Webster, 2018). The term susceptible dates back
to 1605; the term “susceptive” which conveyed similar meaning, was recorded in 1548
(www.etymonline.com). Much of the literature on susceptibility is medically related.
Susceptibility has been used to describe likeliness of a person or group of people to contract
diseases and illnesses, i.e. susceptible to colds. The term has evolved to date and is used in
numerous fields, including medicine, nursing, and the social sciences.
Delimiting the Concept
Empirical referents.
Empirical referents are classes or categories of actual phenomena that by their existence
or presence demonstrate the occurrence of the concept itself (Walker & Avant, 2011). Empirical
referents are indicators that demonstrate the existence of the concept by observable phenomena
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(Shultz & Hand, 2015). In many cases, the defining attributes and the empirical referents will be
identical (Walker & Avant, 2011). To measure susceptibility, it would be necessary to evaluate
topics of research interest on the basis of the defining characteristics listed in this article. As
stated previously the defining attributes of susceptibility are: openness, sensitivity, tendency, and
at risk. There is no single empirical referent that can measure the existence of susceptibility
because of the magnitude to which this concept can be utilized. Assessment tools that are
research topic specific are available, and the development of relevant research questionnaires and
surveys is a practice that has been used in all fields. For example in 2008, Seo, Torabi, Li, John,
Woodcox and Perara developed and employed a closed-ended, 41-item survey questionnaire in
order to examine body mass index (BMI), attitudes, and behavioral factors associated with
susceptibility to diabetes in college students. In 2014, Stenger, Ritter-Gooder, Perry and Albrecht
conducted a mixed method design research study to explore food safety knowledge, beliefs, and
practices among Hispanic families with young children to determine perceived susceptibility of
foodborne illness. In healthcare, lab tests provide empirical data that indicate susceptibility (e.g.
a low platelet count indicates susceptibility to bleeding). Epidemiologic research supports certain
observable behaviors as measurable referents for susceptibility to diseases (e.g. higher pack per
year smoking habits indicate susceptibility to lung disease) (Dodd et al., 2008).
Concept Cases
Model case.
Johnny is a 7-year old boy attending public school for the very first time. His parents
have refused to allow him to receive vaccinations since birth. They believe they are not
necessary and would cause undo pain and discomfort to their son. To date Johnny has been home
schooled, but due to financial strain, his mom has gotten a part-time job and will be working
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half-days Monday through Friday. Because both parents are working, Johnny’s parents decided
to place him in public school. Johnny excelled in class and was, in fact, developmentally ahead
of his peers. Approximately three months into the school year, a student in Johnny’s class
contracted varicella (chickenpox). Johnny also contracted varicella the following week after
being exposed to this student. Johnny developed a severe case of varicella resulting in lesions
covering his entire body externally and lesions internally. Johnny was hospitalized for the
severity of the lesions and because the lesions became infected. Johnny suffered from extreme
discomfort and pain. In this case Johnny’s parents left him open or exposed to communicable
diseases by not having him vaccinated and placing him in public school. The lack of vaccinations
made him inclined to develop varicella or some other type of communicable disease. Johnny was
placed at risk because he was enrolled in public school with other children where close contact
and the sharing of supplies, games, and equipment heighten the likelihood of exposure to
infection. Johnny was sensitive to varicella because he had never received vaccinations causing
his immune system to be overwhelmed when an infection was present. Based on these issues,
Johnny is a model example of susceptibility.
Borderline case.
Janice is a 17-year old girl in a monogamous relationship with her boyfriend of 3 years.
They abstained from sex the first two years of their relationship. At age 16 Janice and her
boyfriend agreed to have a sexual relationship but only with the use of condoms. They were both
virgins and never had any type of sexual encounter prior to this relationship. Today they both
realize that unprotected sex can lead to the transmission of sexually transmitted infections, so
they never engage in unprotected sex. Janice is open to sexually transmitted infections because
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she is engaging in sex, but tendency, risk and sensitivity are lessened because she is in a
monogamous relationship and because they faithfully use condoms.
Related case.
Mary is 25-year old single lawyer who works downtown in the business district. Mary is
approximately 5 feet 4 inches tall and weighs approximately 115 pounds. She often works late
and arrives home around 9:00 p.m. On this particular evening she arrives home and leaves her
car in the driveway instead of pulling in the garage. With her hands full carrying a briefcase, cell
phone and purse, she enters her home to find a tall muscular man in the living room. She is
pushed to the floor by the man, and he tries to remove her clothing. Mary manages to get the
male attacker off her and begins to fight him. Mary punches her assailant in the face and knocks
him out. She then calls the police, and he is arrested. Mary holds a black belt in karate and has
had lessons in boxing for years. While in high school and college, she was a member of the
wrestling team. The assailant believed Mary was vulnerable to the attack because of her small
size and the fact that she lived alone. He did not realize Mary was not sensitive to the attack
because of the special training she acquired in her lifetime.
Contrary case.
Kayla is a 17-year old female and a devoted Christian. She is a member of the church
choir and very active in the youth services at her church. There has been an outbreak of
gonorrhea and an increase in teenage pregnancy at Kayla’s high school. Kayla has proclaimed
her virginity and states she will not engage in premarital sex. She believes being “pure” prior to
marriage is essential in having a healthy relationship with her husband. Kayla does not socialize
with teenagers who do not possess the same views and beliefs as she does. Because of Kayla’s
disposition regarding premarital sex and her actions and beliefs, she is not open to sexually
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transmitted infections or teenage pregnancy. She is not inclined to develop sexually transmitted
infections or become pregnant because she is abstaining from sexual conduct.
Operationalization of the Concept
Operational definition.
Susceptibility is emic (internal) and is not easily observed. The concept of susceptibility
will have to be discussed with the study participants, providers of care, and other researchers
(Steele, 2003). The incorporation of two models will be utilized to research the concept of
susceptibility. The Health Belief Model (HBM) has a strong susceptibility concept but lacks the
subjective component. The Theory of Planned Behavior (TPB) incorporates the influence of
significant others on behavioral intention (Steele, 2003). Aspects of the HBM and TPB model
may be used to develop a questionnaire that explores variables related to one’s perceived
susceptibility to and severity of diagnosis, variables relating to the perceived benefits and
barriers, and knowledge of disease and preventive measures (Dodd, Watson, Choi, Tomar, &
Logan, 2008). The operational definition will be the subjects’ score on the questionnaires.
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Validation.
Research on the concept of susceptibility affords

The schematic
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being at risk are
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susceptibility.

nurses opportunities to protect or improve their clients’
health status by providing insight as to why certain individuals are more at risk to a particular
illness, disease, or condition. Interventions can be targeted to those individuals at risk for specific
conditions, which should reduce incidence. Research has provided insight into the prevalence of
health disparities as it relates to susceptibility, but more research remains to be done. By
addressing the concept of susceptibility, nursing practices provide health care that prevents
disease, illness and disability (Purdy, 2004). The role of nursing is to support a client’s informed
decision-making, as well as to learn what motivates a client to adhere to recommended guideline
and ultimately increase compliance (Cohen, 2009).
Findings of this concept analysis contribute to the understanding of the concept of
susceptibility. Antecedents identified were predisposition of an incident or event when
accessibility and likelihood are present. Four attributes (openness, sensitivity, tendency, at risk)
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and three consequences (poor health outcomes, decreased quality of life, increased disparity)
were identified. By understanding susceptibility, health care providers can explore the perception
of African-American people impacted by or at risk of acquiring a disease or illness. Health
disparities continue to affect the African American community and the impact is noted
physically, psychologically, and socioeconomically. By gaining culturally sensitive insight into
their perspective regarding susceptibility, health care professionals can attempt to improve
patient outcomes. Therefore, this concept is worthy of continued study to provide a basis for the
development of interventions to reduce health disparities and to improve overall health.
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Chapter Three
Experiences of African American Mothers Following Infant Death
Abstract
African American women experience higher incidence of infant mortality than other races, but
little is known about the impact this experience has on these mothers. The purpose of this study
was to explore the lived experience of African American women following the death of an
infant. A convenience sampling of seven self-identified African American women who lost
infants during the first year of life were included in the study. Participants’ ages ranged from 1838 years old at the time of the loss and were recruited in Northeast Louisiana using flyers,
bulletin board postings, church announcements and snowballing between August 2017 – March
2018. Using interpretive phenomenology, these women were individually interviewed using
open-ended questions to explore common experienced themes. Sampling continued until data
saturation was obtained. Data consisted of field notes, research journaling, recorded audio
interviews and interview transcriptions. Data analysis occurred through the application of
Ricoeur’s theory of interpretation. Six major themes were identified: shattered dreams,
questioning God, dissociation, paralyzing fear, left in the dark, and uniqueness of grieving.
Additional findings revealed themes related to coping: authentic presence, spiritual
empowerment, and disconnectedness. African American women who experience infant death
seek professional treatment less often than other races. Findings from this study indicate these
women experienced intense feelings of loss, guilt, and isolation. These negative emotions can
potentially impact physical and psychological health. Health care providers need to have a
culturally sensitive understanding of these women to address potential health concerns.
Key words: infant mortality, loss, grief, African American, disparity
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Experiences of African American Mothers Following Infant Death
Infant mortality is a public health concern in the United States, especially among African
Americans. African American women experience infant loss at a rate of 13.31 deaths per 1,000
live births compared to 5.63 for Caucasian women and 4.75-9.22 for other racial and ethnic
groups (Fenstermacher, 2014). The Centers for Disease Control and Prevention (CDC) and the
National Center for Health Statistics (NCHS) have highlighted the infant mortality rate (IMR)
inequality between African Americans and Caucasian women. The United States has a higher
IMR than most developed countries and the rate among African American infants is 2.4 times
higher than the rate of Caucasian infants, primarily due to preterm birth (March of Dimes, 2012).
Many studies have documented racial disparities with IMR, indicating behavioral and
psychosocial risk factors contribute to the difference in rates, but little research has been done to
understand African American women’s experience after the loss of an infant.
Although African American mothers experience infant mortality more than any other
race or ethnicity, little is known about their experience as bereaved parents. After the loss of an
infant, a mother may experience depression, posttraumatic stress disorder (PTSD), and increased
risk for cancer, diabetes, psychiatric hospitalization and suicide (Youngblut, Brooten, del Moral,
& Totapally, 2013). Research indicates depressive symptoms (e.g. sadness, guilt, inability to
perform day-to-day activities, and changes in eating and sleeping habits) are prevalent among
both African American and Caucasian women. However, there are differences in how these
women cope with the loss of an infant (Cadigan & Skinner, 2015).
A mother’s loss of a child is one of the most difficult experiences to endure. Bereaved
parents experience grief more intensely than adults who may experience other losses (Boyden,
Kavanaugh, Issel, Eldeirawi, & Meert, 2014). Parental grief is described as intense regardless if
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it is in response to a recent loss or if the loss occurred years ago. The age of the child at the time
of loss or cause of death also has no bearing on parental grief. African American mothers are at a
greater risk of experiencing perinatal loss or infant death due to higher mortality rates (Boyden et
al., 2014). Before healthcare providers can intervene to help African American mothers cope
with the loss of an infant, and because African American women cope with loss differently than
Caucasian women, it is critical that those providing care and support understand the perspective
of these mothers. Therefore, the purpose of this study was to understand African American
mothers’ experiences with infant death and how they subsequently cope.
Review of Literature
Health disparities among African Americans are challenging and persistent. Adverse
birth outcomes, poor health behaviors, and chronic diseases are all disproportionately higher in
the African American community. Despite efforts to reduce these disparities, myriad persist
(Landrine & Corral, 2009; Lorch, Kroelinger, Ahlberg, & Barfield, 2012; Peoples & Danawi,
2015; Subramanian et al., 2012; Wingate, Barfield, Petrini, & Smith, 2012; Zhang et al., 2013).
Research indicates one of the largest health disparities found among races and ethnicities exists
with infant mortality. Pregnancy complications affect women of all races, but women of minority
races are affected at a disproportionate rate (CDC, 2011). Since infant mortality data began to be
collected over 100 years ago, there have been and continue to be differences in some races and
ethnicities indicating some cultures have not benefited from social and medical advances equally
(CDC, 2011).
In 2006, 45 percent of African American infant deaths and 41 percent of Puerto Rican
infant deaths were due to preterm related causes, while percentages were much lower for other
race and ethnic groups in the United States. Other facts noted from the National Vital of
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Statistics in 2006 demonstrate African American infants have disproportionate fatal effects
related to prematurity (CDC, 2012c).
According to the most recent data available, 23,215 U.S. infants died before reaching the
age of one in 2014. This number represents 225 overall fewer infant deaths than recorded in
2013 with an infant mortality rate decrease by 2.7% for Caucasian infants, but no significant
change for African American infants. The infant mortality rate during this time was 5.82 per
1,000 live births. This rate reflects a neonatal mortality rate of 3.94 and a post-neonatal mortality
rate of 1.88 (CDC, 2016). Approximately two-thirds of these deaths occurred before 28 days
(neonatal mortality) and one-third occurred in the post-neonatal period between 28 days and 1
year of age (U.S. Department of Health and Human Services, 2016). Neonatal mortality occurs
due to short gestation and low birth weight as well as other perinatal conditions related to
prematurity and congenital malformations. Post-neonatal mortality rates are mostly associated
with sudden infant death syndrome (SIDS), congenital malformations and unintentional injuries
(U.S. Department of Health and Human Services [HHS], 2015). In both neonatal and postneonatal periods of death, African Americans experienced higher infant mortality rates (HHS,
2015).
Pre-term Birth
Congenital malformations, disorders related to short gestation, low birth weight, maternal
complications of pregnancy, and sudden infant death syndrome (SIDS) have been the leading
causes of infant mortality in recent years (CDC, 2016; HHS, 2016). Research indicates that
African Americans infants are disproportionately affected by each of these causes (Landrine &
Corral, 2009; Lorch, Kroelinger, Ahlberg, & Barfield, 2012; Peoples & Danawi, 2015;
Subramanian et al., 2012; Wingate, Barfield, Petrini, & Smith, 2012; & Zhang et al., 2013).

27

When multiple causes related to prematurity are grouped, preterm birth becomes the leading
cause of infant death in the United States, accounting for over a third of infant deaths during the
first year of life (CDC, 2012a; HHS, 2015). Preterm birth is defined as the birth of an infant at
least three weeks prior to due date or less than 37 weeks gestation. More than a half million
babies are born prematurely in the United States each year (CDC, 2012b). The risk of preterm
birth for Non-Hispanic African American women is approximately 1.5 times the rate seen in
Caucasian women and it has been the leading cause of death for African American infants for
more than a decade (CDC, 2012b).
Low Birthweight
Low birthweight is one of the major causes of infant death in the United States (March of
Dimes [MOD], 2014). During 2012-2014, the low birth weight rate among African American
infants in the United States was higher than any other race or ethnicity. The percentage of low
birth weight among African Americans was 13.3% during this time frame, which was
approximately 1.5 times the national average (MOD, 2014). Monitoring the rates of preterm
babies and pregnancies resulting in low birth rate infants and infant mortality is a priority of
several federal and privately funded advocacy organizations, including the March of Dimes.
Preterm birth and intrauterine growth restriction risk contribute to infant mortality and are
increased in severity based on the mother’s medical condition. Several maternal conditions are
known to contribute to low birth weight such as preeclampsia, chronic hypertension, diabetes,
anemia, asthma, cardiac disease and weight gain during pregnancy (Graham, Zhang, &
Schwalberg, 2007; Odell et al., 2006). Previous delivery of a LBW infant and multiple
gestations are also associated with preterm births (Graham, Zhang, & Schwalberg, 2007).
Maternal chronic hypertension with or without preeclampsia results in poor perinatal outcomes
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and contributes to other cardiovascular heart disease such as valvular heart disease and
congenital heart disease which all contribute to preterm births and intrauterine growth restriction
(Graham, Zhang, & Schwalberg, 2007).
Parental Grief
After the loss of an infant bereaved parents experience increased grief (Boyden et al.,
2014). Parental grief has been described as extreme, regardless of the length of time since the
loss, the age of the child at the time of death, or the cause of death. This grief is depicted as pain
experienced throughout the parent’s lifetime (Boyden et al., 2014). African American parents
experience this grief more often than other races due to the significantly higher mortality rates
during pregnancy and infancy. Parental bereavement following the death of a child causes longterm mental morbidity: psychiatric hospitalizations, depression, increased health services use,
increased sick leave, and poorer overall well-being, even 25 years post-loss (Boyden et al.,
2014).
Infant loss affects women psychologically and can impact subsequent pregnancies, as
well as relationships with partners and surviving siblings (Bhat & Byatt, 2016). Conception,
pregnancy, and childbirth are significant phases of womanhood for most females. When there is
an interruption in one of these phases resulting in infant death a woman’s perception of herself
may be altered. Grieving mothers can also experience an enormous amount of stress that can lead
to physical and psychological consequences (Bhat & Byatt, 2016). Losses due to stillbirth,
miscarriage, or neonatal death may have a devastating impact on a mother and are associated
with post-traumatic stress, depression, anxiety, and sleeping disorders (Kersting & Wagner,
2012). Depression and anxiety, which are associated with infant loss, have conversely been

29

associated with premature birth and low birth weight (Biaggi, Conroy, Pawlby, & Pariante,
2016).
Although symptoms of depression among African American and Caucasian women are
often the same, management among them differs, even when they are in the same economic
bracket (Cadigan & Skinner, 2015). Cadigan and Skinner (2015) found that both African
American and Caucasian women perceived their main causes of stress as: relationship problems
with a spouse, partner, or family member; lack of finances; and parenting stress. They concluded
there were no differences in depressive symptoms among the women. However, there were
differences in how they managed the symptoms and where they sought help. African American
women turned to religion to deal with their feelings and sought no formal treatment with
pharmacotherapy and/or psychotherapy, whereas the Caucasian women were more likely to seek
formal treatment (Cadigan & Skinner, 2015).
The consequences of grief are significant for any parent that has lost a child, however, the
grief experienced by African American parents may be different due to unique aspects of their
experiences and culture. In addition to the variation in mortality rates, each culture has its own
belief systems about healing practices, life after death, death-related rituals, and behavioral
approaches (Boyden et al., 2014). Studies indicate that religion and family play an important role
in the grief recovery process in the African American community. It is not uncommon for
African American women to rely on their inner resources, such as spirituality and belief in God,
as well as lessons learned from past experiences, and use them as coping mechanisms to manage
grief, bereavement, or any other life-changing crisis (Minority Nurse Staff, 2013).
According to Boyden et al.’s (2014) study on bereavement, African American
participants who lost an adult loved one were more likely to maintain connections with the
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deceased family member and to be more distressed over the loss of any extended family member
than Caucasian participants. This finding was interpreted to reflect the involvedness and
resilience of family relationship in the African American community. These researchers also
concluded that although African American participants had more family support, they were less
likely to talk about the loss professionally or personally (Boyden et al., 2014).
Many African American parents do not attend support groups or seek counseling after the
loss of an infant even though parents who do receive counseling are more likely to work through
their grief. Those that have attended support groups state the lack of diversity prevented them
from sharing their feelings and many preferred speaking with people from their own culture
(Boyden et al., 2014). African American women who experience grief may appear apathetic and
unaffected by their loss, but may eventually begin to express their feelings if they have the
opportunity to interact with someone who shares or is sensitive to their culture. Older generation
African Americans may not trust the majority culture and its health care system (Minority Nurse
Staff, 2013). Some African American mothers try coping with the loss of an infant by not
communicating and attempting to move forward. This type of silence is often interpreted as
being strong in the African American culture. The less time spent discussing the loss can be
associated with greater grief intensity and complicate the grieving process, leading to poorer
outcomes (Boyden et al., 2014). In summary, African-American women are at higher risk for
losing an infant but are more likely to cope in isolation or silently. Parental grief may lead to
poor physical and psychological health. While studies have established risk factors and
prevalence of infant loss among African American women, little research has explored the
experiences of these women.
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Research Questions
Understanding the lived experiences of African American women after the loss of an
infant can provide insight for health care professionals and expand existing knowledge regarding
this phenomenon to provide care and support that is culturally sensitive to the women’s
perspectives. Therefore, the research questions addressed in this study were: What are the lived
experiences of African American women who have lost an infant by death up to one year of age
and how do African American women manage their grief following the loss of an infant?
Research Design and Philosophical Underpinnings
A qualitative research design using an interpretive phenomenological method directed
this research study. Phenomenology is a philosophical perspective that assists researchers in
exploring and understanding daily experiences without predetermining any knowledge about
those experiences. Interpretive phenomenology, also known as hermeneutics, focuses on
exploring human experiences as they are lived (Tuohy, Cooney, Dowling, Murphy, & Sixmith,
2013).
A Heideggerian approach to phenomenology was used to guide this study. Heidegger
(1962) believed the world was an integral part of our understanding of the meaning of being and
was not detached. Heidegger also said that the nature of being is a never-ending, circular process
so that the meaning of being in the world is also circular. The investigation of the meaning of
being of an entity is through a circle of understanding that interprets (Heidegger, 1962).
Heidegger coined this concept as “dasein,” meaning self and world belong together in a single
entity. He insisted phenomenological analysis revealed there is no self/world distinction
(Heidegger, 1962). Heidegger presented "interpretation" as a concept connected with
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"understanding" and "making explicit that which was already implicitly present in
understanding" (Horrigan-Kelly, Millar, & Dowling, 2016, p. 3).
A hermeneutic, interpretive, approach was chosen for this study to allow participants to
describe interactions, relationships to others, experiences of the body and experiences of time, so
that the lived experience is placed in the context of their daily lives. Lived experiences are part of
the theoretical framework of the study and focus on making obvious the emic perspective of the
participants who have lived or are currently living the experience (Horrigan-Keyy, Millar, &
Dowling, 2016). The hermeneutic circle focuses on the relationship between the part and the
whole at various levels of interpretation. In order to understand any given part, the whole must
be examined; to understand the whole, the parts must be examined. This non-linear style of
thinking allows for the meaning of a single part to become clear when in the context of a whole
(Charlick et al., 2016).
An interpretive approach to this study allowed understanding through reflective
awareness, describing the human experience fully, processing and interpreting the experience,
and expounding meaning in the experience (Munhall, 2007). One of the underlying assumptions
of interpretive phenomenology is the acknowledgement that an individual’s reality is influenced
by everything that is connected to a person. This connection includes social and cultural links
(Tuohy et al., 2013). The interpretive approach analyzes the social, political, cultural and
historical forces that shape choices available and those taken by individuals in certain situations
(Hu, 2015). As meaning of these mothers’ experiences is understood, commitment of informed
care becomes possible and relevant.
One of the key assumptions of interpretive phenomenology is that the researcher engages
in a sense of wonder and openness to the world while restraining from pre-understandings. The
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researcher is attempting to make sense of the participant trying to make sense of what is
happening to them (Smith & Osborn, 2015). In the world of the participant, the researcher is part
of the research; the researcher's previous knowledge assists in interpretation (Tuohy et al., 2013).
The researcher's knowledge and conjectures which give a clear meaning to the lived experience
may not be fully apparent to the participant (Lopez & Willis, 2004). With interpretive
phenomenology the human experience cannot be separated from the unspoken meanings that
develop from the context of the experience. (Tuohy et al., 2013). As meaning of these mothers’
experiences is understood, commitment of informed care becomes possible and relevant.
Methods
Sample
The population for this study was non-Hispanic African American women in Northeast
Louisiana of various socioeconomic backgrounds, who lost an infant during the first year of life.
Inclusion criteria were: (a) African-American, (b) 18 years of age or older, (c) self-report of loss
of an infant, and (d) willing to be interviewed about her experiences relating to the loss of her
infant up to one year of age. Convenience and snowball sampling techniques were utilized.
Sampling took place until data saturation was met. As indicated by LoBiondo-Wood & Haber
(2010), sample size is dependent on achievement of data saturation and when no new data
emerge. A total of seven participants were interviewed to reach data saturation.
Procedures
Recruitment.
Following Institutional Review Board approval, volunteers were recruited using flyers,
bulletin board postings, church announcements, and snowballing. Recruitment flyers were
distributed in African American neighborhoods and at African American churches. Participants
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contacted the principal investigator and appointments were scheduled at the convenience of the
participants and a location of their choosing.
Data Collection.
Individual interview sessions were conducted with each of the participants. Once a
participant contacted the principal investigator with interest in participating in the study, an
interview was scheduled at a quiet, private location and at a time mutually convenient for both.
Five interviews were conducted at the participants’ homes as the preferred interview location.
The remaining two were conducted in a private conference room at a local library. To respect
participants’ time and prevent data loss, all interviews were digitally recorded on two recorders.
Once the participant and principal investigator met, the participant’s comfort was ensured and
the informed consent was explained. Following consent, casual conversation was initiated to
facilitate comfort and relationship building.
A grand tour question was used to begin the interview: “Tell me about the time when you
lost your daughter/son.” Responses to this question were followed by appropriate probes to gain
an in-depth understanding of loss of an infant for African American mothers. An interview guide
was used to guide the questions covered during the interview (Appendix A). The principal
investigator provided non-directive prompts to prevent accidental influence of answers.
Examples of probing or follow-up questions were: ‘tell me more about that…; ‘can you elaborate
on that…’ Non-verbal cues and elaboration of answers encouraged participants to continue
conversing during the interview process. The use of silence between questions was also
implemented so participants had time to consider and process the interview questions.
The digitally, audio recorded interviews ranged from 45-75 minutes in length. All
recordings were securely kept in a locked box to which only the principal investigator had
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access. Recorded interviews were transcribed and analyzed by the principal investigator prior to
the next interview. Transcriptions were stored on a password protected computer. Following
each interview, the principal investigator wrote detailed field notes with observations of
participant’s body language, behavior or attitude. After the sixth interview, data redundancy was
noted. An additional interview was conducted to confirm data saturation. Since no new themes
emerged, participant recruitment ended after the seventh interview.
This study did not physically alter participants with interventions. However, because the
death of an infant is an emotionally laden topic, conversations were potentially invasive
psychologically. The principal investigator assessed participants during the interview process
and was cognizant of their holistic condition. Participants who became emotional during the
interview were asked if they needed a break or if the interview needed to be rescheduled. When a
participant requested a pause in the interview, the principal investigator did so immediately.
Relief time provided comfort for participants and time to regroup during the interview process.
The principal investigator had contact information available for local counseling agencies in case
the interviewee desired to speak to someone professionally. None of the participants elected to
receive the counseling agencies’ information.
Data Analysis.
Data analysis took place within 24 hours following each participant’s audio-recorded
interview. The principal investigator transcribed the interviews verbatim and compared the
transcribed interviews to the digitally audio recordings for accuracy and integrity. Following
transcription and verifying accuracy, interpretive reading of transcribed interviews took place.
The principal investigator identified central concerns, important themes, or meanings that were
developing for specific participants. The individual themes and sub-themes arising from the data
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were labeled for organizational purposes in an excel spreadsheet. The excel spreadsheet was
formulated with each interview question placed in a row followed by the transcription data below
the posed question. All participants’ responses to specific questions were placed under one
question. This same process was followed for all the remaining questions of the interview guide.
Connections between emerging themes were identified and grouped together according to
abstract similarities, and a descriptive label was determined for each cluster. A final list of subthemes and comprehensive themes was created.
Narratives and emerging interpretations were examined concurrently within the circular
process without losing focus on each participant’s story (Crist & Tanner, 2003). Interpretations
were reviewed several times to ensure description of the sub-themes and themes. Emerging
information was manually coded. The principal investigator went back and forth between the
field notes, transcripts, and emerging themes to search for substantive themes as suggested by
Thomas-MacLean et al. (2005) and Creswell (2014). As the participants’ central concerns
became evident, the researcher and qualitative expert shared observed meanings. Data analysis
and data collection occurred concurrently until all interviews were completed. Throughout the
analysis process, the research team was available to review and confirm emerging themes. Subthemes were further coded into broader themes.
After all interviews were coded, the excel spreadsheets were condensed into three
different sheets: the participants’ experiences, coping mechanisms after the loss, and clustered
sub-themes and themes. The principal investigator utilized an interpretive expert in hermeneutic
interpretive phenomenology to add depth and insight into interpretations through debate,
brainstorming, and discussion. Transcripts from the interviews were discussed with the
phenomenology expert. The principal investigator’s field notes were incorporated into the data
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analysis and compared to transcriptions of interviews. The researcher continued to interview and
observe participants between interpretative meetings.
Trustworthiness
In order to document the rigor of this study, the researcher established trustworthiness by
following certain criterion. The researcher read and reflected on material obtained during the
study including field notes, transcribed interviews, documents, and interview appointment
records. An experienced qualitative researcher reviewed transcripts, essential themes, and
documents. The experienced qualitative researcher verified that steps of the analysis process
were clear (dependability). The researcher conducted participant validation by returning findings
to three participants to verify accuracy and resonance with their experiences (credibility). The
researcher had a non-stakeholder person with knowledge of the culture read and comment on the
study. The non-stakeholder person and the experienced qualitative researcher commented on
whether the themes were meaningful to individuals in clinical and public health practices
(transferability). Data trails, including demographic forms, informed consents, personal notes,
transcribed interviews, and coding themes were kept current and appropriately accessible for
review by research team members.
Results
This interpretive phenomenological study addressed two research questions: (1) What is
the lived experience of African American women who have lost an infant by death, and (2) how
do African American women manage their grief following the loss of an infant? Results reflect
an in-depth holistic picture of what it is like for an African American mother to lose an infant
and how she coped with her loss. Six themes were identified for the first question and three
identified for the second question.
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Sample Description
Seven women volunteered to participate in the study; all met eligibility criteria. All seven
participants self-identified as non-Hispanic African American women who experienced infant
loss within one year of life. The participant’s age at delivery varied from 18-38 years of age with
a mean of 26.57 years. Education level at time of delivery varied with one participant who was a
senior in high school, and the others having at least a high school diploma. Most infants were
born prematurely at < 37 weeks gestation. Two of the infants were full term but died from
sudden infant death (SIDS). One mother lost a set of twins within two days of each other;
therefore N = 8 for age of infant at time of death (see Table 1). Fictitious names are being used in
demographic characteristic table.
Table 1. Demographic Characteristics of Study Sample at Time of Loss
Age of
Participant

Educational
Level

Obstetric
Gestation

Infant’s
Age

Reason for
Death

Tiffany

27

22 weeks

3 days

Mary

18

High School
graduate
9-12th grade

26 weeks

2 days

Rose

23

39 weeks

5 weeks

Jennifer

26

27 weeks

2 days

Nancy (twin A)
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Some college
credit but no
degree
Bachelor’s
degree
Associate’s
degree

Prematurity
related
Prematurity
related
SIDS

25 weeks

2 weeks

25 weeks

2 ½ weeks

37 weeks

3 months

24 weeks

2 days

Participant

Nancy (twin B)
Kenya

28

Amber

26

N=7

High School
graduate
Bachelor’s
degree

Mean = 26.57

N =8

39

Prematurity
related
Prematurity
related
Prematurity
related
SIDS
Prematurity
related

Themes Underlying Participant Experiences of Losing an Infant
In response to the grand tour question: “Tell me about the time when you lost your
daughter/son,” participant stories reflected six themes that represented their experiences:
shattered dreams, questioning God, dissociation, paralyzing fear, left in the dark, and uniqueness
of grieving. These six themes contained sub-themes that addressed physiological, psychological,
and emotional problems these women experienced (Table 2). Fictitious names are used in the
interview excerpts.
Table 2. Experiences of Loss Themes and Subthemes
Theme 1: Shattered Dreams
shattered dreams
loss on top of loss
unexplainable
etched images
broken bonding /connectedness
emotional attachment
adding insult to injury
perceived susceptibility intensifies
bad to worse
agony
world upside down
agonizing times
disappointment
helplessness
bad dream
Theme 2: Questioning God
why me? Why my baby
guilt/inadequacy
guilt
Theme 3: Dissociation
disbelief
unreal
inability to process
disconnection
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Table 2. Experiences of Loss Themes and Subthemes
(continued)
Theme 3: Dissociation (continued)
emotional blocking
emptiness
dazed state
Theme 4: Paralyzing Fear
fear
nervousness
realization of problems
paralyzing fear
powerlessness
Theme 5: Left in the dark
lack of understanding/left in the dark
Theme 6: Uniqueness of Grieving
individualized grieving
hurry up and move on
sadness
depressed; crying
inability to sleep
attachment to baby clothing, linens, etc.
attachment to memories
self-preservation
preservation of others
uniqueness of grieving
asking personal desires; not God's will
Shattered dreams.
The most frequently heard comments referred to the theme Shattered Dreams. Most
participants described feeling optimistic about being pregnant and were looking forward to their
lives after delivering their infants. They described bonding that began while the infant was in
utero, feeling fetal movement, and “anticipating meeting that person.” Some participants
expressed prior views of pregnancy being “simple” and as an easy process. One participant who
suffered from a previous miscarriage described feeling hopeful of having a successful pregnancy,
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but after delivering prematurely she experienced feelings of loss on top of loss. Most participants
never considered the possibility of pregnancy complications that would affect the infant.
Participants voiced expectancy of carrying infants to full-term and having a healthy baby at the
end of nine months. These women stated after going into labor early, the hopes and dreams they
once possessed no longer seemed feasible. The realization of dreams being shattered became
more prevalent for some women after they saw their infants for the first time. The images of the
infants being connected to “all kinds of tubes” to sustain life and the fragility of their appearance
substantiated the mothers’ concerns. Many described these images as something they would
never forget. Tiffany also commented: “I was used to him being in my stomach and feeling
kicks. All the good stuff was just beginning to happen. It's just a hurtful feeling and it something
I'll never get over.”
I would have rather not get pregnant at all than to lose him like that. I felt like I was
robbed. I felt like I was robbed from being a mother, a wife… just robbed. When I walked out of
that hospital I was a totally different person. I was not the same…. My life was forever
changed…. It was hard walking into that house and seeing a nursery and having no baby to put
in that beautiful mahogany baby bed. – Rose
Questioning God.
The theme Questioning God (Table 2) highlights the questions these women posed to
God after suffering early deliveries or their infant’s death. Participants indicated their faith
wavered and they often questioned God. The women expressed trying to understand what caused
this to happen or why God allowed it to happen. Participants often indicated they examined their
actions to determine if something they did or did not do caused unfavorable outcomes such as
early delivery or sudden infant death. Feelings of unfairness and unjustness were described
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because they wanted to experience the joy of being a parent and believed they were doing the
right things only to have poor outcomes. Most mothers described following regimens and “doing
everything” they knew to do. These women questioned why this happened to them and why it
happened to their babies. They described how unfair it felt that women who did not provide
appropriate care for their children were allowed to experience what they perceived as the joys of
motherhood, while they were not. Participants expressed how they would cherish the experience
if it were them. Mary tearfully stated that she initially asked, “Why would God punish me like
this? Why would God punish her like that?” Nancy indicated, “I couldn’t help but thinking about
them and questioning God. Why? Why did I get pregnant? I didn’t do bad stuff like take drugs
and stuff or smoke. Nothing. That’s who I thought had babies early. I was pretty healthy. So
why? Lord have mercy, why?”
Well, it was a time it [punishment] did cross my mind. Like, women in the world that
don’t take care of their kids and I asked God how can people give their kids up for
adoption or women throw their kids away in the trash. How they able to have kids and
here I am…I can’t have one. – Tiffany
Dissociation.
Participants often described feelings of disbelief about delivering early and the actual loss
of their infant. They would often block their emotions after the loss by not talking to or
interacting with significant others, family members or living children. These women expressed
the need to limit interactions with others and not expressing their true feelings. The participants
described feeling empty and withdrawn after losing their infants. Relationships with husbands,
significant others, children, friends, and other family members often suffered and some were
unable to be reconciled. Jennifer reported her marriage suffered after the loss of her son.
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Shedding tears as she spoke she stated, “He [her husband] was so withdrawn when we finally
tried move forward; I tried to be there for him. I tried so hard. We just couldn’t get past it. We
divorced last year.” Some participants described having difficulty processing or making sense of
what was happening, and reported feeling “in a daze.”
I felt like I was in a dream. You know how you hear people talking when you are in a
pool or under water... Like muffled and you can’t make out what they are saying. I saw
the doctor’s lips moving and I could read his lips, but I couldn’t hear him. I just heard
muffled sounds… I just stared at him. I felt puzzled and not sure… I can’t explain it… I
read his lips…. I knew he was telling me Justin didn’t make it, but it did not register in
my brain. – Jennifer
With my boyfriend it was not good at first. I wouldn’t talk to him and he wouldn’t talk to
me. He said it was because he was trying to keep it together. Our relationship was bad;
not talking. I was thinking he was blaming me; he was being quiet because he didn’t
know what to do to help me. -Rose
Paralyzing fear.
Participants described the theme, Paralyzing Fear as nervousness, powerlessness, and
fear that ranged from just being afraid to fear that affected body functioning. Participants
described being worried and afraid about the situation and what it actually meant. Some of the
participants expressed a fear so intense it affected them physically such as: “shaking,” “throat
tightening up,” and “lungs not working.” Others stated fear of the unknown regarding their
infant’s status and experiencing something they had never experienced before. Mary stated “I
was so scared. I mean, like shaking scared. I was thinking about everything. I didn’t want to have
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surgery. I was worried about the baby living or if something may happen to me. Everything was
moving so fast; it made me more nervous”. Rose relayed her intense fear as well, stating:
I was shaking. I grabbed her out the bed and tried to get her to move or something. It felt
like my throat was tightening up and I couldn’t scream for help or breath or nothing.
Finally, I screamed and my boyfriend came in. He called 911. Even thinking about it
now, makes my throat feel tight. I can’t even explain it… it’s like I had to tell myself to
breath at first. My brain wasn’t doing what it was supposed to…..and it felt like my lungs
weren’t working….not working right.
Left in the dark.
Participants described feelings of not being included in what was happening to their
infant. Some indicated they were not able to see what was going on once the infant was
delivered. Health care professionals unintentionally blocked the mother’s view of the infant
while medical interventions were being performed causing an initial feeling of being left out.
Participants also indicated a lack of understanding regarding the medical jargon being spoken by
health care professionals and lack of understanding regarding medical procedures and their
infants’ prognoses. The lack of understanding and feelings of being left out contributed to
participants’ anxiety and stress.
I was like, something is really wrong. I remember them rolling me to the back and
turning me on my side to put medicine in my back and my legs being heavy. Then there
was a curtain so I couldn’t see my stomach. They cut her out and took her to a baby bed
and started doing stuff. I didn’t even see her at first. Taking my baby and not telling me
nothing. I couldn’t see what they was doing and they were saying stuff I didn’t
understand. - Mary
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Uniqueness of grieving.
Participants described grieving in various ways after the loss of their infants. All of them
expressed feelings of extreme sadness. One mother expressed feeling that she had to “hurry up
and move on” for the purpose self-preservation and preservation of others although she was
secretly grieving intensely. She stated she realized how her grief affected everyone else and how
their lives were on hold. Her parents left their home and went to stay with them, and her husband
would not take business trips out of town. Others stated they suffered from insomnia and
uncontrollable crying. Many of the participants described having attachments to the infant’s
clothing, linens, and other items. One mother stated she could not pack up the infant’s room and
those who were trying to get her to do so “were trying to erase” her memories. She indicated it
took her a year to reach the point of being able to remove items.
I could not get rid of her stuff. I remember that… because people thought it wasn’t
“healthy.” (she puts air quotes up when she said this). I kept the bed up for over a year. I
did not wash the bedding because I thought her scent would wash off I wanted to just
look at it. I don’t know… I kept all her clothes folded and even the diapers…I didn’t
want to get rid of the bags of diapers – Rose
Themes Underlying Coping with Infant Loss
The participants in this study described experiences, feelings, and thoughts that led to the
identification of two themes that assisted with coping after the loss of their infants: authentic
presence and spiritual empowerment. While there were positives that assisted in their coping,
there were also descriptions of interactions with others that interfered with coping. These
instances were clustered under the theme of disconnectedness. Themes associated with coping
are listed in Table 3.
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Table 3. Coping After Loss Themes and Subthemes
Theme 1: Authentic Presence
presence of others
authentic presence
opening up
hcp empathy
hcp expressive empathy
hcp compassion
family empathy
open communication
empathy
Theme 2: Spiritual Empowerment
spiritual empowerment
forgiveness of self
Theme 3: Disconnectedness
disconnectedness
misdirected communication
lack of communication
miscommunication
not knowing
awkward interactions

Authentic presence.
The women described authentic presence as friends, family, or church members and
health care professionals being sincere and genuine after the loss of their infant. They define this
presence as being supportive and aware of one’s needs without being told. The participants
indicated these individuals held them, listened, or merely comforted them. These women also
described effective communication with significant others, friends, and family members that was
authentic and helped them express how they were truly feeling. Most women indicated family
and friends were the main source of their strength and helped them through this difficult time.
The women also stated the compassion and empathy expressed by health care professionals
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made them feel as though the staff truly cared about what they were going through. They
recalled health care professionals hugging them and sometimes shedding tears after the infant
died. Tiffany stated the health care professional, “Were very supportive. Which everyone was
very supportive; the doctors made me feel so warm and welcomed. I had some nurses that
actually was crying as well and had to leave out of the room.”
The most helpful was my family being there. Even when I was not the nicest and was
mad at everybody. They never got frustrated with me and just gave up. Yea that was the
most helpful….my family not giving up on me and giving me time to heal…. Being
patient with me. – Jennifer
Spiritual empowerment.
Spiritual empowerment embodied prayer, reading of the Bible, spiritual counseling, and
interactions with pastors and preachers. Most of the participants discussed some level of spiritual
guidance or faith that helped them cope with the infant’s death. Prayer was predominately
mentioned as something these women did to help them understand and deal with this experience.
Although some participants questioned God, they realized at some point after the loss that it was
through God they would be able to manage the despair and pain they were feeling. Participants
spoke of spiritual counseling that helped them process the experience and begin to heal. One
participant referred to a Bible scripture that indicated “all things work together for the good to
them that love God.” She found solace in this scripture and recommended it to anyone that has
suffered the loss of an infant.
At first praying…Praying to God to help me understand and to help me learn how to deal
with this because I felt like I didn’t have anyone to talk to. When I turned 21 I was
introduced to a pastor at a church that prayed with me and gave me spiritual counseling
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and he basically had to help me forgive myself; forgive myself for getting pregnant;
forgive myself for doing what I thought was best; forgive myself for everything – Mary

I know it doesn’t seem like it and at first you don’t want to hear it, but remember Romans
8:28 “And we know that all things work together for good to them that love God, to them
who are called according to his purpose.” The Bible does not say some things will
work… it says all things… and all things includes some bad things. -Kenya
Disconnectedness.
As these mothers reflected on their experiences and discussed interactions with various
individuals, they revealed some behaviors and actions that interfered with their coping. Their
expressed thoughts and feelings implied there was disconnectedness amongst themselves and
other persons. Disconnectedness was represented by lack of communication or
miscommunication after the loss of the infant. Participants described people not knowing what to
say to them, saying something insensitive, or not mentioning the infant at all. They described
awkward interactions with some friends and family, and at times awkward silences. Mary noted
“I think my family was the least helpful because they acted like because she was a baby and was
premature and that she was only here a couple of days I didn’t have a reason to mourn and be so
sad. They made me feel like I wasn’t looking at the bright side, but there is no bright side. She
was my baby; she was a living breathing person.” Mary went on to explain:
One of my aunties said God knows best and that maybe I didn’t need a baby and that I
could go on to college and not have my life ruined. I was so hurt by that; I didn’t say it to
her because we were taught not to disrespect our elders, but I wanted to tell her so bad...
That is crazy.
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Discussion
This study focused on the lived experiences of African American women who lost infants
during the first year of life and how they subsequently coped. These women expressed intense
grief beyond what they expected or for which they were prepared. Perception of susceptibility to
the psychological and physical impairment that followed their losses was not initially evident.
Becker (1978) stated individuals vary with respect to believed susceptibility. The likelihood that
an individual will execute or be psychologically ready to take action on preventive health
behavior is positively related to the perceived level of threat of a health problem (Simpson,
2012). The health problem can be either psychological or physical. The participants’ perceived
level of threat to psychological or physical impairment following the loss of their infant did not
influence them to seek formal treatment. Parental bereavement following the death of an infant
can be devastating and affect a mother psychologically, causing anxiety or depression,
psychiatric hospitalizations, increased sick leave and poorer overall well-being (Boyden et al.,
2014). Some of the women in this study experienced similar findings as reported in the literature
(Bhat & Byatt, 2016; Biaggi et al., 2016; Boyden et al., 2014; Kersting & Wagner, 2012).
Previous research has noted subsequent pregnancies, relationships with partners, and
surviving siblings are often affected by infant loss (Bhat & Byatt, 2016). Kersting & Wagner
(2012) concluded that the loss of an infant regardless of race or ethnicity has the potential to
affect the mother, father, and their relationship as a couple. African-American women in this
study expressed strained relationships post infant loss. Substantiating previous findings, one
participant in this study indicated she and her boyfriend's relationship was difficult for
approximately one year after the loss of their daughter; neither person knowing what to say to the
other. Another participant indicated she and her husband could not "get past it" and ended up
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getting a divorce. One of the mothers reported no longer being able to take care of her 10-yearold daughter; not being able to do basic things like combing her daughter’s hair or cooking
resulting in the daughter living with an aunt for a period of time.
Boyden et al. (2014) focused their literature review on African American parents that
experienced perinatal or pediatric death. These researchers indicated that African American
parents may find it difficult to share their emotions or experiences in groups that have few or no
other parents from their race or culture. African American women who have attended support
groups state the lack of diversity hindered them from discussing their feelings and they preferred
speaking with someone of their culture (Boyden et al., 2014). Two participants in this study
indicated their decision not to participate in support groups or to seek formal treatment was due
to them “not being ready to talk” and being “uncomfortable” talking to someone unfamiliar to
them. Another participant indicated she did not seek assistance from support groups because she
had difficulty talking about her emotions and did not know how to express her feelings, not
because of lack of diversity in the group.
Findings noted by Biaggi et al. (2016) indicated women who have a history of
miscarriage suffer from pregnancy specific anxiety during subsequent pregnancies. For this
study, one participant who suffered a previous miscarriage indicated she was anxiously waiting
to reach the gestational period where she lost her first infant only to go 2-3 weeks longer and
deliver early again. Participants in this study recounted their experiences as an emotional
upheaval that impacted them physically and psychologically. Some of the women in this study
described feeling withdrawn and extremely sad leading to ineffective coping skills such as
overeating and disruption of activities of daily living which also occurs in other races.
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Previous research on coping with perinatal and pediatric death indicates that African
Americans rely on religion and family during the grief recovery process (Boyden et al., 2014;
Cadigan & Skinner, 2015; Hawthorne, Youngblunt, & Brooten, 2017). Most participants in this
study also reported finding strength in their families with the exception of one participant who
reported her family was the least helpful during the experience because “they acted like because
she was a baby and was premature and that she was only here a couple of days I didn’t have a
reason to mourn and be sad.” Cadigan and Skinner (2015) noted there were no differences in the
symptoms of depression between African American and Caucasian women. However, the
method to which the symptoms were managed differed. They concluded that African American
women turned to religion to manage their feelings, whereas Caucasian women were more likely
to seek formal treatment. Findings from this study of African-American women supports the
work of Cadigan and Skinner as none of the women participated in a formal treatment.
The participants in this study mentioned prayer and depending on family, pastors, or
spiritual advisors to help them cope with losing their infant. None of the participants attended
support groups or sought formal treatment afterwards. It is common practice for African
American women to rely on their inner resources, like spirituality and belief in God, to help them
cope with grief and bereavement (Minority Nurse, 2013). Although the participants of the study
mentioned prayer and God as contributing factors in their coping, many of them questioned God
and His will at some point during this experience. It is worth noting that although these women
found solace in God, their faith was tested. They began to openly express their feelings when
given the opportunity to interact with someone familiar with their culture. One participant stated
her pastor helped her by letting her know it was normal “to question God.”
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Strengths and Limitations
A strength of this study is inclusion of African American women. Although
disproportionately affected by infant mortality, these women are an understudied population post
infant loss. The study design is also a strength since it allowed the researcher to explore the
experiences of these women in depth and as described by each participant. Participants in the
sample were all from a rural setting, which is a limitation. Phenomenology is seen as a way of
exploring the reality of life and ‘lived space’ or the space in which a person lives has an effect on
them (Tuohy et al., 2013). Therefore, the experiences of women in rural areas may vary from
women in urban areas and it would beneficial to perform further research in urban areas. There is
also limited ability to compare perspectives among more diverse socioeconomic levels. For this
study, the time elapsed since loss occurred varied from 2 months to 34 years. It would be
insightful to have additional perspectives from women who lost infants greater than 10 years
ago. As qualitative studies have limited generalizability, a mixed methods study incorporating
coping measures and an increased number of participants would provide more insight into how
African-American women cope with the loss of an infant.
Conclusion and Implications
Based on the findings of this study, it is noted that African American women experience
emotional and psychological trauma after losing an infant, similar to that reported by other races
and ethnicities. However, the women in this study did not seek formal treatment to address these
issues. Most of these women depended on family and religion to support them during the
grieving process. Participants often questioned God’s will and wondered if they were being
punished for something.
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The loss of an infant is a traumatic event for any mother, but due to the disproportionate
rates of infant mortality in the African American community and limited studies of this
population, it is important for healthcare providers to understand the perspective of these women.
This study provided a deeper understanding of the African American woman’s experience when
losing an infant. Understanding cultural perceptions may aid health care professionals to help
African-American deal with the emotional and psychological aspects of their loss. Assisting
these women to cope with their loss may improve health outcomes for the women, their families,
and future children.
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Chapter 4
Summary and Conclusion
The death of an infant is a traumatic event regardless of race, but because African
American women are affected by this loss at a higher rate, it is important to take into
consideration cultural aspects that may be unique to these women. Various health organizations
have taken the initiative to lessen infant mortality rates as well as the disparity noted between
races, but it is not enough to look at IMR alone. The effects these women face after such an
experience must also be considered.
This program of research began after exploring existing literature related to infant
prematurity and mortality from the lens of the Health Belief Model. This review of literature
piqued interest towards African American women who suffer most often from infant mortality.
Although African American women suffer from infant loss more than other races, the absence of
the mothers’ experiences after infant loss and insufficient analysis of their subsequent coping
were identified as major gaps. The first article reported in Chapter Two, "Susceptibility: A
Concept Analysis" focused on providing an operational definition of susceptibility in a
methodical analysis of the concept. The principal investigator focused on African American
women’s perceived susceptibility, one of the main components of the Health Belief Model, to
determine physical or psychological impact after infant loss. Using methods described by
Walker and Avant (2011), the principal investigator redefined and validated the attributes of
susceptibility in respect to theoretical and practical application in nursing.
The concept analysis completed in the first manuscript served as a foundation for the
second manuscript, “Experiences of African American Mothers Following Infant Deaths,”
reported in Chapter Three. Using a qualitative study design, seven African American women
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who suffered the loss of an infant within one year of age were interviewed with the intent to
explore their lived experiences and how they subsequently coped. This study contributes to the
current science by including African American women who are underrepresented in research
related to this topic. Furthermore, this study corroborates the findings of intense grief after losing
an infant that women have voiced in other studies.
The findings from this research study highlight implications for health care providers,
especially nurses. African American women who suffer the loss of an infant are impacted
physically and psychologically, but because of their limited participation in support groups and
formal treatment, knowledge regarding their perspectives has been limited. This study revealed
insight into the culture of African American women who have lost infants and offers a deeper
understanding of the phenomenon from their perspective. The cultural concepts revealed should
be implemented into the care of these women so that nurses can assist them with the emotional
and psychological strain experienced after their loss. Furthermore, the emerging findings will
serve as the basis to extend the program of research in African American women who have
experienced infant loss, contributing to the body of research and to the cultural representation of
these women.
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Appendix C. Informed Consent
THE UNIVERSITY OF TEXAS AT TYLER
Informed Consent to Participate in Research
Institutional Review Board # Sum2017-113
Approval Date: July 21, 2017
1. Project Title: African American Mothers’ Experiences with Infant Death
2. Principal Investigator: Katina Williams Jones

3. Participant’s Name:

To the Participant:
You are being asked to take part in this study at The University of Texas at Tyler
(UT Tyler). This permission form explains:
 Why this research study is being done.
 What you will be doing if you take part in the study.
 Any risks and benefits you can expect if you take part in this study.
After talking with the person who asks you to take part in the study, you should be able to:
 Understand what the study is about.
 Choose to take part in this study because you understand what will happen
D. Description of Project
African-American women are more likely to have an infant to die than women of other races.
They are also more likely to suffer in silence. Therefore, little is known about how AfricanAmerican women experience or deal with the loss of their child. This study is being done to help
healthcare providers better understand what it was like for you during this time. We hope the
findings from this study will help healthcare providers better assist women in the future who also
suffer the loss of an infant.
D. Research Procedures
If you agree to be in this study, we will ask you to do the following things:
 You will be asked to meet with the researcher to talk about your experience following the
death of your infant.
 The meeting will take about one hour.
 Your conversation will be recorded.
 You may be asked to meet again if more information is needed.
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6. Side Effects/Risks
You may feel distressed when discussing the loss of your infant. If that happens, the researcher
will allow breaks and can postpone the interview. The researcher will also provide contact
information for professional counselors if needed.
7. Potential Benefits
It may be helpful to you to discuss your experiences with someone who is not making any
judgements or who shares your loss. By sharing your story, you may help healthcare providers
understand and give better care to other women experiencing infant loss in the future.
Understanding of Participants
8.

I have been given a chance to ask any questions about this research study. The researcher
has answered my questions.

9.

If I sign this consent form I know it means that:


I am taking part in this study because I want to. I chose to take part in this study after
having been told about the study and how it will affect me.



I know that I am free to not be in this study. If I choose to not take part in the study, then
nothing will happen to me as a result of my choice.



I know that I have been told that if I choose to be in the study, then I can stop at any
time. I know that if I do stop being a part of the study, then nothing will happen to me.



I will be told about any new information that may affect my wanting to continue to be
part of this study.



The study may be changed or stopped at any time by the researcher or by The University
of Texas at Tyler.



The researcher will get my written permission for any changes that may affect me.

10.

I have been promised that that my name will not be in any reports about this study unless
I give my permission.

11.

I also understand that any information collected during this study may be shared as long
as no identifying information such as my name, address, or other contact information is
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provided). This information can include health information. Information may be shared
with:




Organization giving money to be able to conduct this study
Other researchers interested in putting together your information with information from
other studies
Information shared through presentations or publications

12.

I understand The UT Tyler Institutional Review Board (the group that makes sure that
research is done correctly and that procedures are in place to protect the safety of
research participants) may look at the research documents. These documents may have
information that identifies me on them. This is a part of their monitoring procedure. I also
understand that my personal information will not be shared with anyone.

13.

I have been told about any possible risks that can happen with my taking part in this
research project.

14.

I also understand that I will not be given money for any patents or discoveries that may
result from my taking part in this research.

15.

If I have any questions concerning my participation in this project, I will contact the
principal researcher: Katina Williams Jones at 318-282-9843 or email
(kjones53@patriots.uttyler.edu).

16.

If I have any questions concerning my rights as a research subject, I will contact Dr.
Gloria Duke, Chair of the IRB, at (903) 566-7023, gduke@uttyler.edu,
or the University’s Office of Sponsored Research:
The University of Texas at Tyler
c/o Office of Sponsored Research
3900 University Blvd
Tyler, TX 75799
I understand that I may contact Dr. Duke with questions about research-related injuries.

17.

CONSENT/PERMISSION FOR PARTICIPATION IN THIS RESEARCH STUDY
I have read and understood what has been explained to me. I give my permission to take
part in this study as it is explained to me. I give the study researcher permission to
register me in this study. I have received a signed copy of this consent form.
_____________________________ _ ___ _
Signature of

__ ________
Participant
Date

____________________________ _______
Signature of Person Responsible (e.g., legal guardian)
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_______
______________
Relationship to Participant

Appendix D. Demographic Questionnaire
Demographic Form
1. What was your age at the time of delivery?
_____________ years
2. Education (Check the box that best describes the highest degree or level of school
completed at the time of delivery).
 8th grade or less
 9-12th grade, no diploma
 High school graduate or GED completed
 Some college credit but no degree
 Associate degree
 Bachelor’s degree
 Master’s degree
 Doctorate
3. Infant’s Birth ______LB. _______OZ
4. Obstetric Estimate of Gestation (completed weeks of pregnancy)
weeks
5. How old was the infant at the time of death? ___________ hours
__________ days

________________
________weeks
________ months

6. Please indicate if you had any of these risk factors during this pregnancy (Check all that
apply).
Yes
Pre-pregnancy Diabetes (Diagnosis prior to this pregnancy)
Gestational Diabetes (Diagnosis during this pregnancy)
Pre-pregnancy High Blood Pressure (Chronic)
Gestational High Blood Pressure (Pregnancy Induced Hypertension,
Preeclampsia)
Eclampsia (High blood pressure resulting in seizure during pregnancy)
Previous Preterm Birth (less than 37 weeks gestation)
Other previous poor pregnancy outcomes (includes perinatal death,
small-for-gestational age/intrauterine growth restricted birth)
Previous treatment for Depression or Post-Traumatic Stress Disorder
(diagnosed prior to pregnancy)
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No

Appendix E. Interview Guide
Interview Guide
1. Tell me about the time when you lost your daughter/son
Possible probes:
a. Can you tell me more about that?
b. How were you feeling when you were told / learned that?
c. That must have been [very shocking/ frightening/ scary].
2. What words or images come to mind when you think back to that time?
3. Tell me your feelings and thoughts during that time.
4. How did you respond?
5. How did others (health care providers, family, friends, and others) respond to you at the time
and later?
6. What was the least helpful to you during this time?
7. What was the most helpful to you during this time?
8. What or who brought you comfort during this time? What made it worse?
9. What else would you like to tell me about your experience?
10. What could have made things more tolerable or easier during this time?
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Appendix F. Code Book
Code Book
Shattered Dreams
Early bonding (feeling fetal movements, touching abdomen) is missed
Loss described as heartbreaking
Statements indicating the blessing in having a full term pregnancy and healthy baby
Statements of hope that were shattered
Assumptions of having a normal pregnancy and a healthy baby were denied
Statements indicating normal pregnancy is taken for granted
Belief of simplicity of pregnancy shattered
Belief that surgery would heal infant denied
Awareness that infant would not be healed and would never come home
Initial pregnancy experiences of joy, excitement, and anticipation of meeting infant(s)
halted
Anticipation of having a sibling shattered
Anticipation of having a healthy baby denied
Previous miscarriage experienced
Situation going from good to bad
Statements describing loss as losing part of self
Loss described as unexplainable
Loss described as being hurtful and unbearable
Statements about unimaginable choices to make (to continue with interventions or let
infant go)
Statements about seeing tubes connected to infant
Statements about how small and fragile infant looked
Statements about seeing infant open eyes and looking at mother and mother looking at
infant – reciprocal bonding has ceased
Description of loss being “the worst day of my life”
Statements that images of tubes and wires connected to infant affect memories of him or
her
Statements indicating desire to have not seen infant in that state (suffering, in pain,
uncomfortable)
Statements regarding feelings of guilt for allowing interventions which possibly caused
pain or suffering
Recognition that there is an emotional attachment to an infant regardless of their age or
the age of the mother that is now shattered
Statements about hurtful responses from others that intensified the loss
Statements indicating situation went from bad to worse
Statements regarding self-blame for loss
Loss of husband (divorce), after losing infant
Statements regarding inability to ever forget images of infant in bed unresponsive
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Statements regarding the avoidance of talking about infant
Statements indicating possible pregnancy complications become realistic
Images of the intense pain felt by father after the loss of an infant
Losing control; reality sinking in as to what has happened
Description of one loss being deepened by something else (another loss, strained
relationship, lack of communication)
Feeling of disappointment regarding the loss of an infant
Description of feelings of helplessness
Statements of infant being on a ventilator and having involuntary spasms
Questioning God
Asking why did this happen to me
Asking why did this happen to my baby
Feeling of unfairness
Statements indicating babies who weighed less than her baby were doing better than her
baby
Statements indicating regimens were being followed; so why did this happen
Statements that everything was being done right
Statements that indicate self-reflection, searching memory for understanding to what
could have happened to cause this
Asking why pregnancy occurred after fertility issues, to lose both infants
Asking God why He allowed pregnancy with twins; possibility of better outcomes if not
pregnant with twins
Statements about the unfairness of not having either twin survive when women have had
3, 4, 5 and 6 babies at one time
Statements of unfairness; not being able to have one baby when other women do things
that harm infants
Describing feeling of guilt or self-blame for not being able to be a mother to his children
or a wife to him
Dissociation
Feeling of disbelief
Feeling of situation being unreal
Inability to process what people are saying to you; inability to hear
Situation described as a dream; being in a dreamlike state
Inability to speak to others
Not reacting to the situation (loss of infant); not crying
Not allowing others to console you after the loss of an infant
Shutting out others; not communicating with them
Wanting to escape from situation and leave hospital after being told of infant’s loss
Blocking of emotions
Statements indicating a couple could not get past the loss of their infant; ending in
divorce
Description of being blank; out of touch with things; like watching self in a movie
Statements about wanting others to go on with their lives
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Hiding feelings from others
Description of feeling empty
Paralyzing Fear
Statements of being frightened
Statements of being afraid because of inexperience
Statements regarding fear that caused shaking
Statements about being scared to have C-section and how it would affect infant
Realization that something was extremely wrong because of how fast-paced everything
was happening
Statements about being afraid of the multiple tubes connected to infant
Statements describing fear that caused tightening of throat and inability to scream
Statements describing fear that caused the body to be unable to perform automatic
functions like breathing
Statements indicating feeling of being alone and scared
Left in the Dark
Not understanding what was going on; infant having to be taken immediately
Not understanding statements about the baby being in distress
Description of not understanding “putting medicine in my back and legs getting heavy”
Description of curtain blocking view during C-section
Statements indicating that after infant was born information was not provided
Statements indicating mother could not visually see what was going on
Statements that mother did not understand words or terms the medical staff was saying
Uniqueness of Grieving
Statements indicating the depth and intensity of hurt and sadness not understood by
others
Statements that people were trying to get mother to move on; rushing the grieving
process
Statements of feeling sadness after loss
Statements about crying every day
Statements regarding inability to sleep
Statements indicating the need to keep infant’s belongings until she was ready to let them
go
Not wanting to have an open casket for burial; not wanting to see infant inside casket
Not packing up infant’s room, but requesting family member do it
Attempting to ease the pain felt by husband by having infant’s room packed up
Asking God for personal desires; not to understand or accept His will
Statements indicating feeling of depression
Asking God not to allow infant to suffer
Authentic Presence
Statements about being thankful for people just being there
Supportive family and friends
Health care professional empathy
Interactions with other family members
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Realizing others are there to help you – others care
Open communication with others
Health care professional’s expressive empathy
Statements about family and friends not leaving them alone
Desire for others to understand what they are feeling
Memories and pictures; picture of infant’s face
Health care professional avoiding statements like, “God did this for a reason”
Statements about family never giving up on them even if they were pushed away
Supportive church family
Someone who experienced the loss of an infant reaching out to help others
Spiritual Empowerment
Prayer
Acceptance that God is in control
Reading the Bible
Statements about not feeling God allowed this to happen as punishment
Spiritual counseling
Pastor helping realize importance of learning to forgive self
Understanding that it is okay to question God about things
Biblical scriptures to help empower and encourage
Disconnectedness
Relationships disconnect
Unable to talk to significant others or anyone else
Questioning sincerity of inquiries about personal status
Miscommunication
Lack of knowledge
Others not knowing what to say
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